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I. SUMMARY OF THE BILL

On July 30, 1993, the Committee on Labor and Human Re-
sources, by a unanimous voice vote, ordered favorably reported S.
1284, the Developmental Disabilities Assistance and Bill of Rights
Act Amendments of 1993.

The bill is sponsored by Senator Tom Harkin, chairman of the
Subcommittee on Disability Policy, and cosponsored by Senators
Durenberger, Kennedy, Jeffords, Metzenbaum, Simon, Wellstone,
Wofford, Dole, Pell, and Hatch.
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As approved by the Committee on Labor and Human Resources,
S. 1284 reauthorizes the Developmental Disabilities and Bill of
Rights Act. This Act is a “systemics change, capacity building, and
advocacy” Act. This legislation was first passed in 1970, and was
most recently reauthorized in 1990. The Act has four components:
the basic State grant program, carried out through the State Devel-
opmental Disabilities Councils; protection and advocacy systems;
university affiliated programs; and projects of national significance.

The Developmental Disabilities Assistance and Bill of Rights Act
Amendments of 1993 (S. 1284) reaffirms the thrust of the four com-
ponents of the Act and includes several amendments to update,
clarify and strengthen the Act.

The findings, purpose and policy section of the legislation is up-
dated to reflect the recent developments in the field and is consist-
ent with other Federal disability policy. The overall purpose of the
Act is to assure that individuals with developmental disabilities
and their families have access to services, supports and other as-
sistance and opportunities which promote independence, productiv-
ity, integration and inclusion into the community. The findings in-
clude a provision that “disability is a natural part of the human ex-
perience and in no way diminishes the right of individuals with de-
velopmental disabilities to live independently, enjoy self-determina-
tion, make choices, contribute to society, and experience full inte-
gration and inclusion in the economic, political, social, cultural, and
educational mainstream of American Society,” and that the Na-
tion’s goals include “providing individuals with developmental dis-
abilities with the opportunities and support to make informed
choices and decisions; live in homes and communities in which
such individuals can exercise their full rights and responsibilities
as citizens; pursue meaningful and productive lives; contribute to
their family, community, State and Nation; have interdependent
friendships and relationships with others; and achieve full integra-
tion and inclusion in society.” The policy includes recognition of the
decision-making roles played by individuals and their families; rec-
ognition that individuals with developmental disabilities and their
families have competencies, capabilities, and personal goals that
should be recognized, supported, and encouraged; respect for indi-
vidual dignity, personal preferences, and cultural differences; and
community acceptance and support.

The bill maintains and strengthens the independence of the
State Developmental Disabilities Councils (under the basic State
grant program) to carry out systemic change, capacity building and
advocacy activities which assist in developing a comprehensive sys-
tem of services, supports and other assistance for individuals with
developmental disabilities and their families. Provisions are in-
cluded to clarify issues regarding Council membership, rotation of
members, and Council vacancics and appointments. The bill re-
quires State Developmental Disabilities Councils to coordinate ac-
tivities with other State councils, committees and programs con-
cerned with individuals with disabilities and to report systems
change activities which affect individuals with disabilities other
than developmental disabilities.
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The bill authorizes to be appropriated for the basic State grant
program $77,400,000 for fiscal year 1994, and such sums for fiscal
years 1995 and 1996.

The bill adds clarifying provisions regarding the role of protec-
tion and advocacy systems in each State to protect the legal and
human rights of individuals with developmental disabilities, re-
garding access to residents of a facility, and regarding the process
or designation of the State agency which implements the system.
The bill provides for the opportunity for consumer groups to pro-
vide comments on the system as part of a Federal review and the
addition of an Advisory Council for protection and advocacy sys-
tems that are in State agencies. The bill creates a process for es-
tablishing an American Indian Consortium to provide a system of

rotection and advocacy to American Indians who live on Indian
ands. Finally, the bill includes a provision that authorizes a 2 per-
cent set-aside for technical assistance to protection and advocacy
systems, when appropriations increase to $24,500,000.

The bill authorizes to be appropriated for protection and advo-
cacy systems $29,000,000 for fiscal year 1994 and such sums for
fiscal years 1995 and 1996.

The bill strengthens and maintains the part of the legislation
concerning university affiliated programs (UAPs) by providing for
an updated description of the core activities of UAPs: preparation
of personnel, community services which includes community train-
ing and technical assistance and which may include direct services,
and dissemination of information. The bill provides an additional
topic area—the Americans with Disabilities Act—for UAP training
projects. The bill provides for grant periods of up to 5 years for core
awards and for training projects. Finally, the priorities for expan-
sion of the network of university affiliated programs are provided
as follows: the addition of two new UAPs in States which are
unserved by a UAP, funding training projects in every eligible
UAP, increasing the training project awards to UAPs from $90,000
to $100,000, increasing the core award from $200,000 to $250,000,
and exganding UAP training into underserved States and regions.

The bill authorizes to be appropriated for UAPs $21,000,000 for
fiscal year 1994 and such sums for fiscal years 1995 and 1996.

Finally, the bill authorizes the Secretary to make grants to, or
enter into contracts with, public or nonprofit private entities for
projects of national significance relating to individuals with devel-
opmental disabilities and their families to support ongoing data col-
lection efforts, provide technical assistance, assist States in devel-
oping information and referral and service coordination systems,
educate policymakers, pursue Federal interagency initiatives, and
increase the participation of individuals from minority groups in
the programs authorized under this Act. In addition, the bill pro-
vides for a study of the expansion of part B to individuals with dis-
abilities other than developmental disabilities. Authorized projects
include a study of State Developmental Disabilities Councils that
are currently using an expanded definition, a study by up to five
Councils that are considering an expanzion of the definition, and
a national project to analyze the experiences of the Councils and
provide recommendations regarding expansion of the definition.
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The bill authorizes to be Ba:zgin'opriat;ed for projects of national sig-
mtzlichgxgeé $4,000,000 for fi year 1994 and such sums for 1995
an 3

II. BACKGROUND AND NEED FOR THE LEGISLATION
THE 1970 AMENDMENTS

The Developmental Disabilities Services and Facilities Construc-
tion Amendments of 1970, P.L. 91-517, was the first Congressional
effort to address the needs of a group of Eeogle with disabilities
designated as develolgmental disabilities. P.L. 91-517 amended the
Mental Retardation Facilities and Community Health Centers Con-
struction Act of 1963. The 1970 Amendments defined developmen-
tal disability to include people with mental retardation, cerebral
palsy, epilepsy, and other neurological conditions closelg related to
mental retardation which originate prior to age 18 and constitute
a substantial handicap.

The 1970 Amendments authorized State allotments for planning,
services, and construction of facilities for people with developmen-
tal disabilities. A State plan was required which was to designate
a State planning and advisory council. One-third of the council was
to be comprised of consumers of service. The State plan was to de-
scribe the quality and extent of services and to show how funds
were to be used to augment, rather than duplicate, services already
available.

Grants to help support interdisciplinary training in institutions
of higher education were authorized to help meet shortages of per-
sonnel to ;;:'ovide services to persons with deveal.?lpmental disabil-
ities. This has become known as the university affiliated program.

A National Advisory Council on Services and Facilities for the
Developmentally Disabled was also authorized.

THE 1975 AMENDMENTS

The Developmental Disabilities Assistance and Bill of Rights Act,
P.L. 94-103, required that Protection and Advocacy programs be
established in each State as a condition to receive the State grant.
The protection and advocacy systems were designed to protect and
advocate for the rights of persons with developmental disabilities
and to pursue legal, administrative, and other remedies to ensure
the protection of rights of such persons.

The 1975 Amendments added the “Rights of the Developmentally
Disabled,” which included Congressiona fmdings such as the right
to appropriate treatment and services designed to maximize indi-
vidual potential.

The Federal discretionary grant authority was added by the 1975
Amendments. Grants were authorized for demonstration service
projects, public information projects and for other activities de-
signed to improve services for persons with developmental disabil-
ities.

The definition of “developmental disability” was expanded to in-
clude autism and dyslexia, if such dyslexia resulted from one of the
other disabilities included in the definition.

The 1975 Amendments defined “university affiliated facility” to
mean a part of a college or university that has a demonstration
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service program and provides education and training, including
interdisciplinary training to persons needed to render service to
persons with developmental disabilities. Satellite centers were au-
thorized to extend training and service to unserved areas.

The Amendments added a requirement that all persons served
under authorized programs have in effect a written habilitation
plan which states long-term habilitation goals, intermediate objec-
tives, and a plan for service delivery.

THE 1978 AMENDMENTS

Title V of P.L. 95-602 amended the act by authorizing a revised
definition for the term “developmental disability.” Prior to the 1978
Amendments, the term was defined to include mental retardation,
cerebral palsy, epilepsy, autism, and certain other neurological con-
ditions. A major provision of the 1978 Amendments modified this
definition by deleting all references to specific handicapping condi-
tions and establishing a definition based on functional limitations.

The 1978 Amendments established four priority service areas
and required that States choose not more than two priority service
areas for expenditure of not less than $100,000 or 65 percent of the
State grant funds, whichever was greater. The four priority service
areas were: case management services, child development services,
alternative community living arrangement services, and
nonvocational social-developmental services.

The Amendments repealed authorization for the National Advi-
sgliydCouncil on Services and Facilities for the developmentally dis-
abled.

OMNIBUS BUDGET RECONCILIATION ACT OF 1981

P.L. 97-35, the Omnibus Reconciliation Act of 1981, provided au-
thorization for the developmental disabilities programs for fiscal
year 1983 and fiscal year 1984 and repealed a requirement for a
comprehensive evaluation system for people with developmental
disabilities served under this Act.

THE 1984 AMENDMENTS

The Developmental Disabilities Act of 1984, P.L. 98-527, added
a statement of purpose to the Act which specified that programs
authorized are to help assure that persons with developmental dis-
abilities achieve their maximum potential through increased inde-
pendence, productivity, and integration into the community.

The 1984 Amendments added employment-related activities as
one of the priority service areas. Employment-related activities
were specified as one of a State’s priority service activities after fis-
cal year 1986 if the appropriation for the State grant program
equals or exceeds $50.25 million in that year. The Amendments

rovided that States may choose up to three priority service areas
ginning in fiscal year 1987. The Amendments deleted
nonvocational social-developmental services as a priority service
area, but retained authorization for these services on a nonpriority
basis. Also, services to promote and coordinate activities to prevent
developmental disabilities were authorized by the Amendments.
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The State Planning Council membership was required by the
Amendments to include representatives of the State agencies that
administer the Rehabilitation Act, the Education of the Handi-
capped Act, and Title XIX of the Social Security Act (Medicaid), as
such title affects persons with developmental disabilities. Protec-
tion and advocacy systems, higher education training facilities, and
each university affiliated facility (program) or satellite center in
the State were required to be represented on the Council.

The Amendments required that not more than 25 percent of the
State grant funds be allocated to the administering agency for the
provision of services by such agency.

Minimum allotments established by the Amendments for the
basic State grant program provided that when appropriations
reached $47 million, States were to receive a minimum allotment
of $300,000 (compared to $250,000 prior to the Amendments) and
territories were to receive a minimum of $160,000 (compared to
$100,000 prior to the Amendments).

The Amendments prohibited States from redesignating the agen-
cy that administers the protection and advocacy system unless the
State determines that good cause existed for the redesignation.
States must give notice to persons with developmental disabilities
or their representatives regarding any intention to redesignate. In-
formation and referral services were authorized for protection and
advocacy systems.

Protection and advocacy systems were given access to the records
of persons with developmental disabilities living in residential fa-
cilities if there are complaints regarding the facility and if the indi-
vidual does not have a legal guardian or the State is the legal
guardian.

Minimum allotments established by the 1984 Amendments for
protection and advocacy systems provided that when appropria-
tions equalled or exceeded $11 million, States were to receive
$150,000 (compared to $50,000 prior to the Amendments), and ter-
ritories were to receive a minimum of $80,000. (There was no stat-
utory minimum for territories prior to the 1984 Amendments.)

The 1984 Amendments provided that no university affiliated fa-
cilities (programs) were to be funded after fiscal year 1985 unless
a feasibility study had been conducted and the need for the facility
documented. Applications for university affiliated facilities and sat-
ellite centers were required to provide assurances that the human
rights of persons receiving services were protected according to sec-
tion 110 of the Act, Rights of the Developmentally Disabled.

When appropriations reached $8.5 million, the minimum amount
of a grant to a university affiliated facility was to be $175,000 (the
previous grant minimum was $150,000). The minimum grant to a
satellite center, $75,000, was not changed by the 1984 Amend-
ments.

The 1984 Amendments specified that special projects are to ex-
pand and improve services to underserved groups of persons with
il{evelqpmental disabilities, including Native Americans and Native

awaiians.
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THE 1987 AMENDMENTS

The Developmental Disabilities Assistance and Bill of Rights Act
Amendments of 1987, P.L. 100-146 recognized and emphasized the
capacity of the individual with developmental disabilities rather
than limitations. Language used reflected the most up-to-date
thinking on approaches for enabling persons with developmental
disabilities to achieve their maximum potential through increased
independence, productivity, and integration into the community.
The Amendments also recognized the central role that family and
members of the community, including friends and neighbors, can
play in enhancing the lives of persons with developmental disabil-
ities.

The 1987 Amendments also clarified and strengthened the inde-
pendence of State Planning Councils to carry out their advocacy
role under the act and refocused the activities the Council funds to
include policy analyses and other activities that were most likely
to have a tposii:ive impact on the systems which affect the greatest
number of persons with developmental disabilities. The bill also
amended the State plan to require States to review how they are
meeting the needs of persons with developmental disabilities at-
tributable to a physical impairment, a mental impairment, or a
combination of physical and mental impairments. The bill also in-
creased State ﬂexi{ility in selecting priority areas in which to focus
their efforts, and required Councils to develop a report to the Gov-
ernor and to Congress on the status of services and supports to
people with developmental disabilities.

Minimum allotments to States were increased from $300,000 to
$350,000 by the 1987 Amendments when the appropriations level
exceeds $60,000,000. The Amendments authorize the Secretary to
increase the minimum allotment administratively when the in-
i:r?iase in the appropriations is greater than the Consumer Price

ndex.

The 1987 Amendments added several provisions designed to en-
hance the accountability of the protection and advocacy system by:
ensuring that particular attention is paid to the needs of members
of racial and ethnic minorities who are developmentally disabled,
requiring the establishment of a grievance procedure, and provid-
ing the public with an opﬁortunity to make public comment on the
priorities established by the system.

The bill clarified that access to the records of a person with de-
velopmental disabilities applies to a person who resides or was
abused or neglected while residing in a facility for persons with de-
velopmental disabilities. The bill also clarified the authority of the
protection and advocacy system to investigate incidents of abuse
and neglect reported to the system if there is probable cause to be-
lieve that the incidents reported occurred. These changes are con-
sistent with comparable authority set out in the Protection and Ad-
vocacy for Mentally Ill Individuals Act of 1986, P.L. 99-319.

Minimum State allotments to protection and advocacy systems
were increased under the Amendments from $150,000 to $200,000.

The 1987 Amendments retained the focus of the part of the legis-
lation establishing university affiliated programs (UAPs), which
are designed to assist in the provision of interdisciplinary training,
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the demonstration of exemplary services and technical assistance
and dissemination of information that will support the independ-
ence, productivity, and integration into the community of individ-
uals with developmental disabilities.

Under the Amendments, universities were permitted to apply for
funds to study the feasibility of establishing new UAPs and sat-
ellite centers and the Secretary of Health and Human Services was
directed to consider expanding the number of UAPs and centers
into unserved States. In addition, applicants were required to dem-
onstrate the coordination between its activities and the activities
conducted by the State under the State plan. Grants for training
projects were authorized by the 1987 Amendments.

e Amendments created separate line items for core funding
and for the funding of training grants. The minimum amount for
core funding was established to be $200,000 for university affiliated
programs. Core funding appropriations were $9,400,000 for fiscal
year 1988, $10,200,000 for fiscal year 1989, and $11,000,000 for fis-
cal year 1990. For training grants to university affiliated programs,
the Amendments authorized to be appropriated $4,500,000 in fiscal
year 1988, $5,000,000 in fiscal year 1989, and $5,500,000 in fiscal
year 1990.

Finally, the Amendments renamed the special Brojects part of
the bill to read “projects of national significance.” Authorization
was given to the gecretary to make grants to, or enter into con-
tracts with, agencies and nonprofit entities for projects of national
siig'niﬁcance relating to persons with develogmental disabilities to
educate policymakers, develop an ongoing data collection system,
determine the feasibility and desirability of developing a nation-
wide information and referral system, pursue interagency initia-
tives and other projects of sufficient size and scope which hold
promise of expanding opportunities for persons with developmental
disabilities. Under this section, $3,650,000 was authorized to be ap-
propriated for each of the fiscal years 1988—-1990.

THE 1990 AMENDMENTS

The Developmental Disabilities Assistance and Bill of Rights Act
Amendments of 1987, P.L. 100-496 focused on the capabilities,
competencies, and %references, as well as the needs of persons with
developmental disabilities. The important role that the family and
community can play in enhancing the lives of persons with devel-
opmental disabilities was emphasized. The provision of inter-
disciplinary training and technical assistance to professionals,
paraprofessionals, family members and individuals with devel-
opmental disabilities, and protecting their legal and human rights
were cited as important for assuring the provision of necessary sup-
port:d services aimed at creating opportunities for maximum inde-
pendence.

The 1990 Amendments maintained and further strengthened the
independence of the State Planning Councils to carry out advocacy,
golicy analysis, system enhancement and other activities under the

asic State Grant Program. The Amendments specified that the
findings from the comprehensive review and analysis of services to

eople with developmental disabilities conducted by each State
lanning Council, termed the “1990 Report,” be used in State plan-
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activities to assure that comprehensive services would be
made available to identified unserved and underserved populations.
The Amendments also expanded a Federal priority area and main-
tained State flexibility in selecting priority areas in which to focus
activities.

The 1990 Amendments authorized to be appropriated for the
Basic State Grant program $77,400,000 for fiscal year 1991 and
“such sums” for fiscal year¢ 1992 and 1993.

The 1990 Amendments added several clarifying provisions re-
garding the role of the protection and advocacy systems in rep-
resenting individuals with developmental disabilities and engaging
in systems advocacy, the independence of the protection and advo-
cacy systems, appointments to the governing board, the conditions
under which protection and advocacy systems have access to
records, and the process for redesignation of the State agency that
implements the system.

The Amendments authorized to be appropriated for protection
and advocacy systems $24,200,000 for fiscal year 1991 and “such
sums” for fiscal years 1992 and 1993.

The 1990 Amendments reaffirmed support for university affili-
ated programs (UAPs) which are designed to assist in the provision
of interdisciplinary training, the demonstration of exemplary serv-
ices and technical assistance, and the dissemination of information
which increases and supports the independence, productivity, and
integration into the community of persons with developmental dis-
abilities. The Amendments permitted universities to apply for
funds to study the feasibility of establishing new UAPs and sat-
ellite centers and directed the Secretary of Health and Human
Services to consider expanding the numbers of UAPs and centers
into unserved States as the first priority. In addition, the Amend-
ments continued core funding for existing UAPs and created sup-
plemental core funding for the purpose of training personnel to ad-
dress the needs of persons with developmental disabilities in areas
of emerging national significance. The Amendments provided for
assuring the appropriateness and quality of such training activi-
ties. The Amendments required that UAPs create a consumer advi-
sory committee.

Separate line items were established for core administrative
funding and for core training grants. The Amendments authorized
to be appropriated for core administrative funding $11,000,000 for
fiscal year 1991 and such sums for fiscal years 1992 and 1993. For
core training funding, the Amendments authorized to be appro-
priated $5,500,000 for fiscal year 1991 and “such sums” for fiscal
years 1992 and 1993.

Finally, the 1990 Amendments authorized the Secretary to make
grants to, or enter into contracts with, agencies and nonprofit enti-
ties for projects of national significance relating to persons with de-
velopmental disabilities to educate policymakers, develop an ongo-
ing data collection system, determine the feasibility and desirabil-
ity of developing an information and referral system, pursue inter-

ency initiatives, and other projects of sufficient size and scope
which hold Fromise of expanding opportunities for persons with £a-
velopmental disabilities.
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The Amendments authorized to be appropriated $3,650,000 for
fiscal year 1991 and “such sums” for fiscal years 1992 and 1993.

HEARINGS AND TESTIMONY

Witnesses

The Subcommittee on Disability Policy held a hearing on Tues-
day, June 29, 1993 to consider the reauthorization of the Devel-
opmental Disabilities Assistance and Bill of Rights Act.

The first panel consisted of three individuals who exemplified
new ways of thmék;gg about individuals with developmental disabil-
ities and their families, which are promoted by the Act: Mr. Lee
Graber, Ms. Sue Swenson, and Ms. Debra Turner, accompanied by
Nancy Weisenmiller.

Mr. Graber is the father of a young man with disabilities and the
foster father of a young woman with disabilities. He is the presi-
dent of Capability Teaching, a Chicago-based company that pro-
vides training and consultation services to community agencies
serving individuals with developmental disabilities. Mr. Graber
talked about some of the concepts that he bases his teaching on in
workshops. He stressed the importance of valuing a person with
developmental disabilities and building on what people can do, not
what they can’t do. He said that when people are valued, they can
learn, and they can have ownership over their life, thoughts, feel-
ings, dreams, likes, and dislikes. His training teaches staff to help
people with developmental disabilities discover the value in them-
selves, to see a life, to see opportunities, and to have hope. He em-
phasized that the way to make a difference is to focus on one indi-
vidual at a time.

Ms. Swenson of Minneapolis, MN, is the mother of three young
sons, one of whom (Charlie) has disabilities. She is a graduate of
a training program sponsored by the Minnesota Developmental
Disabilities Council and designed to promote “consumer
empowerment.” She is also one of ten parents of adults with dis-
abilities nationally to be trained as a member of peer review site
visit teams for university affiliated programs. Ms. Swenson told
about her personal story of empowerment. After participating in
the Partners in Policy-Making trainini program, Ms. Swenson
learned that instead of always trying to change Charlie, she needed
to be working on changing the attitudes of ordinary people. She has
worked with the school to get her son Charlie included in a regular
school and in a regular class.

Ms. Turner lived in an institution from the age of 14 until the
age of 33. Four years ago, Ms. Turner moved into a town house in
Columbia, MD. Ms. Turner’s roommate, Ms. Nancy Weisenmiller,
accompanied Ms. Turner. Ms. Weisenmiller is a team leader at the
Kennedy Krieger Institute, a university affiliated program, at
Johns Hopkins University. The Institute is providing the services
and sums that Debra needs to live independently.

Ms. er used slides to help her describe how her life has
changed. She talked about her life in the institution with locked
buildings, no decision-making power, and no opportunities to make
choices. She then showed slides of her new town house, her ele-
phant collection, her church, and where she worked. She also
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showed slides of herself studying for her G.E.D., and relaxing in a
hot tub during her vacation in Ocean City. Ms. Turner said that
the best thing about her life in the communitg; is being able to go
out to a restaurant for breakfast, lunch or dinner any time she
wants. Ms. Weisenmiller made the point that the State Devel-
opmental Disabilities Councils, protection and advocacy systems
and the university affiliated programs are all demonstrating new
approaches that build on the competencies, capabilities, and pref-
erences of individuals with developmental disabilities. With the
right services and supports, individuals with significant disabilities
can lead independent, productive lives integrated and fully in-
cluded into the community.

The second panel was composed of witnesses who were rep-
resentatives of the Consortium for Citizens with Disabilities, and
of the three programs created bi the Developmental Disabilities
Act: Mr. Steve Eidelman, Mr. John T. Porter, Ms. Sara Wiggins—
Mitchell, and Ms. Ann Rhodes, accompanied by Dr. Al Healy.

Mr. Steve Eidelman, of Washington, DC is the Executive Director
of the Kennedy Foundation. He spoke on behalf of the Developmen-
tal Disabilities Task Force of the Consortium for Citizens with Dis-
abilities (CCD). The Task Force is comprised of national disability
organizations, including advocates, parents, consumers, J)roviders,
and professional groups who are most concerned with and involved
in the developmental disabilities program. Mr. Eidelman summa-
rized the key recommendations of the CCD which centered around
four themes: simplifying the language in the Act to be more “user-
friendly”; strengthening the effectiveness and interdependence of
the four programs authorized under the Act, increasing their au-
tonomy from State government, and strengthening their account-
ability to the public; enhancing linkages to other related programs;
and strengthening the programs’ responsiveness to the changing
?eeds of individuals with developmental disabilities and their fami-
ies.

Mr. John T. Porter from Wood Dale, IL, spoke on behalf of the
National Association of Developmental Disabilities Councils
(NADDC). He is the Chairperson of the Illinois Developmental Dis-
abilities Council, and represents State Council Chairpersons on the
Board of NADDC. He is also the father of an adult son with devel-
opmental disabilities. Mr. Porter stressed the need for Council au-
tonomy, flexibility, and accountability, and he discussed the impor-
tance of empowerment and systems change activities.

Ms. Sara Wiggins-Mitchell from Trenton, NJ spoke on behalf of
the National Association of Protection and Advocacy Systems
(NAPAS). She is the President of NAPAS, and the Director of the
Division of Advocacy for the Developmentally Disabled in New Jer-
sey (the Protection and Advocacy Program). Ms. Wiggins-Mitchell
discussed the importance of increased consumer involvement in
Protection and Advocacy Programs (P&As), the need for access to
individuals with developmental disabilities, the need for an Amer-
ican Indian Consortium to serve individuals with developmental
disabilities who reside on Indian lands, the need for greater stabil-
ity in the allotments to P&As, the importance of client confidential-
ity, the need for flexibility, and the importance of technical assist-
ance. :
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Ms. Ann Rhodes from Iowa City, IA spoke on behalf of the Amer-
ican Association of university affiliated programs. She serves as the
Vice President of University Relations for the Universbietz of Iowa.
She has been involved with the Iowa university affiliated program
(UAP) for several years. Ms. Rhodes discus the importance of
consistency of the mission of a university and that of a UAP, the
continuing need for training of personnel, the success of the train-
inXIPro'ects and the need to establish a training project at every
UAP. Ms. Rhodes was accompanied by Dr. Al Healy, who is the Di-
i'ector of the university iated program at the University of

owa.

Issues raised

Based on the testimony provided during the hearing, additional
written testimony submitted for the record, and discussions with
all interested parties, a number of issues for consideration in devel-
&Ein amendments to the Act. Several themes emerged regarding

e changes needed.

New ways of thinking about individuals with disabilities

The Committee heard testimonly about how the Developmental
Disabilities Assistance and Bill of Rights Act has helped changed
beliefs about individuals with developmental disabilities. Mr. Steve
Eidelman, testifying on behalf of the Consortium of Citizens with
Disabilities, testified that:

In the early 1970’s Congress saw that people with devel-
opmental disabilities were being excluded from the few
services that were available to individuals with disabilities
and were specifically vulnerable to abuse and neglect.
Since 1970, the Developmental Disabilities Act has helped
lead the field away from an institutional mind-set to a be-
lief that individuals with developmental disabilities must
have the opportunity to live, work, and play in their own
communities, and that States must have the capacity to
sup}iﬁort and foster these opportunities. With the passage of
the landmark Americans with Disabilities Act, we as a na-
tion affirm the rights of all Americans to live independent,
productive lives. The draft DD Act reauthorization builds
on these principles of inclusion and self-determination.

The Committee heard testimony from Ms. Sue Swenson, of Min-
neapolis, MN, who is a mother of a 10-year-old son with devel-
opmental disabilities. She described how her life and that of her
family had changed as a result of her participation in an intensive
traimnf rogram offered by the State Developmental Disabilities
Council. Ms. Swenson discussed how the Erogram helped her to
gain control of her life, to understand how she was the expert when
it came to her son, and to advocate for the supports that her son
and her family needed. She described her experience as one of
empowerment. Ms. Swenson stressed the importance of changing
attitudes if people with disabilities are to be included in society.

I was no longer workinf on ﬁxinﬁ Charlie so my family
could go back to the real world. Now I was working on
changing the attitudes of all those ordinary people, so that
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they would see the value of communities which include

ple with disabilities and all people * * * There are a
ot of good people out there—policymakers, bureaucrats,
academics, other parents, kids, neighbors—who want to do
the right thing. They may need to hear what the right
thing is a few times, and why it is right, but after thef' get
it they dive n;ight in. I was taught to challenge people, to
help them understand, to show them a new way of think-
ing about people with disabilities. For people with disabil-
ities, change really happens in their schools, neighbor-
hoods, and families and in the hearts of all these fine and
ordinary people. * * * we must take it to the people, one
by one, before the real changes happen.

Witnesses stressed the importance of incorporating new concepts
into the Act. Mr. Eidelman stated that:

The Developmental Disabilities Act has always led the
wag in disability Xolicy in defining state-of-the-art services
and supports, and cutting edfge concepts, and in using ap-
propriate language when referring to people with devel-
opmental disabilities.

Make the act “user—friendly”

The Committee heard testimony about the need to make the Act
more “user-friendly.” Mr. Eidelman pointed out that because the
Act is used as a training vehicle for disability policy, it is important
to simplify the language and to use “people first” language. Mr.
Porter said that it is imPortant that the Act be made easier to un-
derstand because it “* * * is a major educational tool for Council
members, service providers, and policymakers at all levels * * *”,

The Basic State Grant Program

Part B of the Act provides Federal assistance to States for sys-
temic change, capacity building and advocacy activities which as-
sist in the development of a consumer and family-centered, com-
prehensive system and a coordinated array of services, formal and
informal supports and other assistance. Activities conducted
through the basic State grant program are organized through State
Developmental Disabilities Councils.

A number of issues were raised regarding the State grant pro-
gram.

Autonomy

Witnesses stressed the need for increased autonomy for State De-
velopmental Disabilities Councils. Councils are advocates within
State Government and as such, their policies and program direc-
tions need to be independent from any agency or office of the State.

Council membership

Witnesses discussed several issues regarding appointments to
the State Development Disabilities Council. ’l%lese included the
need to ensure that appointments to the Council are made in a
timely manner in order to avoid long-term vacancies which can re-
duce the effectiveness of the Council, the need for a nominations
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process to assist the Governor in making appropriate appointments
to the Council, and the need to ensure that State agency represent-
atives on the Council have sufficient authority to speak for the
agency.

Relationships with other Councils and Programs

States have numerous Federally-assisted Councils and programs
related to peo?Ie with disabilities, including Interagency Coordinat-
ing Councils for Early Intervention, Mental Health Councils, and
Parent Training and Information Centers. Testimony provided to
the Committee noted the value of establishing linkages between
the State Developmental Disabilities Council and other State coun-
cils, committees, and programs to increase the effectiveness of
statewide planning across agencies and across disabilities.

Flexibility

One witness emphasized that the flexibility of the Council pro-
gram has allowed States to design activities most suited to their
own needs and priorities. Mr. Porter stated that “This flexibility al-

lows our programs to innovate, to try things that, if successful, lead
the developmental disabilities movement into the future.”

Empowerment

Mr. Porter testified that “empowerment is central to the Coun-
cil’s mission * * *, Councils have been leaders in supporting people
with developmental disabilities and family members to control our
own lives and become involved in the decisions that directly affect
us.” Mr. Porter noted that the Illinois Council, of which he is the
Chairperson, has supported its Council members with disabilities
“to ensure that they give their best to Council deliberations.” He
noted the importance of funding supports, like personal assistance
services, to make it possible for consumer members to participate
in the Council activities.

Protection and advocacy of individual rights

Part C of the Act provides allotments to supFort a system in each
State to protect the legal and human rights of individuals with de-
velopmental disabilities.

Several issues emerged during the hearing regarding the P&A
system.

Consumer involvement

Witnesses noted that increased consumer input into the P&A
system through participation in governing boards, advisory councils
and Federal program reviews, will enhance the responsiveness of
the sti;stem to consumer’s needs and will increase consumer input
into the operation and priority-setting of the P&A in each State.

Access to individuals

Ms. Wiggins-Mitchell discussed the Eroblems faced by P&As in
reaching some individuals who need P&A services. She noted that
“Often, it is the people who are least able to communicate with our
[the P&A system] advocates who have the greatest need for our
services.” She discussed the need for P&As to have access, at rea-
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sonable times and locations, to individuals with developmental dis-
abilities who reside in facilities. She pointed out that P&As have
this authority, under OBRA 1987, with regard to individuals who
live in nursing homes and who are eligible for P&A services.

American Indian Consortium

Testimony by Ms. Wiggins-Mitchell discussed the problems in
providing P&A services to American Indians with developmental
disabilities who live on Indian lands in the Southwest. She stated
that “isolation, as well as geographic, cultural, and legal dif-
ferences, prevent their receiving adequate advocacy services from
the current P&A systems.”

Confidentiality of records

Testimony su%ported the importance of client confidentiality, and
the need to prohibit the Administration from requirinfg a program
to disclose any personally identifiable information o in<ﬁvi§r1als
served by the program. :

State restrictions

Witnesses described situations in which P&As located within
State agencies had been impacted by State restrictions on hiring
and travel, even though the lpunds provided are Federal funds. This
situation has affected the ability of P&As to carry out their man-
date. Witnesses discussed the need to exempt P&As from State hir-
ing freezes and travel restrictions and the need to allow P&As to
use their Federal funds to hire qualified staff and to be able to
tflavﬂ to training and technical assistance activities funded under
this Act.

State allotments

Problems with the current formula used to determine the allot-
ments to States for the State Developmental Disabilities Councils
and the protection and advocacy systems were identified at the
hearings. According to the testimony of Mr. Eidelman, “For some
reason, when the formula is applied, even when appropriations in-
crease, many State allotments are reduced in what appears to be
a far greater percentage than changes in their population or per
capita income would suggest.” Witnesses discussed the need for a
review of the formula.

University affiliated programs

Under part D of the Act, grants are awarded to sup]l)‘ort a na-
tional network of university affiliated programs (UAPs). These pro-
grams prepare personnel, provide community training and tech-
nical assistance, provide state-of-the art services, and disseminate
information. As noted by Ms. Rhodes in her testimony, “These ac-
tivities [of a UAP], when compared to the mission of a university,
reinforce the original wisdom of Congress to place these respon-
sibilities refgarding the needs of people with disabilities solidly in
the heart of America’s university system.”

Ms. Rhodes pointed out that UAPs receive funding from many
State and Federal sources, but the funding provided under this Act
for administration and operation of the UAP permits the program
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to leverage additional funding. Ms. Rhodes pointed out that “There
is solid evidence that for every dollar invested in a UAP [under this
Act] there is a $28 return on that investment through expanded
services and training programs.”

A number of issues emerged during the hearing and for the
record with regard to UAPs.

Definition
Witnesses supported the need for an updating of the definition

of the scope of activities of a UAP, to make it more consistent with
the mission of a university.

Personnel shortages

Witnesses noted that in order for individuals with developmental
disabilities to have a greater opportunity to live independently in
their communities, they must have access to appro%riately trained
personnel. Yet there are still significant personnel shortages in dis-
ciplines that are needed to provide services for individuals with de-
velopmental disabilities. In addition, there is a need to train profes-
sionals in new approaches such as working in partnership with in-
dividuals with disabilities and their families in their own commu-
nities, consumer empowerment, family support, individual support,
and assistive technology.

Training Projects

The testimony noted that the current UAP training projects are
invaluable in ensuring that personnel are trained in new ap-
proaches. The benefits of adding a training project area related to
the Americans with Disabilities Act was discussed.

Community training and technical assistance.

The testimony supported the importance of community training
and technical assistance provided by UAPs. Ms. Rhodes pointed out
that these activities “have had the greatest impact on ensuring
that State and local service delivery systems can adequately re-
spond to the needs of individuals with disabilities.”

Priorities for expansion

The testimony noted the importance of ensuring access to the
benefits of a UAP for citizens of every State. There are currently
57 UAPs in 49 States. Only Wyoming and the Virgin Islands re-
main unserved. Testimony also supported the goal of having a
training project at every UAP, in light of the effectiveness of these
¥rojects. Other priorities of increasing the minimum funding levels
or training initiatives and for core awards were also supported.

Praojects of national significance

Part E of the Act provides for grants for demonstration projects
to increase and support the independence, productivity, integration
and inclusion into t%e community of individuals with developmen-
tal disabilities. These grants are intended to focus on areas of key
importance in the field of developmental disabilities. For example,
frants have been funded to develop and maintain ongoing data col-
ection systems, and to provide technical assistance to Developmen-
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tal Disabilities Councils, State protection and advocacy systems,
and university affiliated programs.

Testimony emphasized the importance of projects of national sig-
nificance. Mr. Eidelman described this section of the Act as “the
national research and development resource, funding cutting edge
research and disseminating best practices nationwide.”

Systemic change and individuals with disabilities

Addressing the needs of people with disabilities other than devel-
opmental disabilities through the Developmental Disabilities As-
sistance and Bill of Rights Act was discussed by two witnesses. Mr.
Porter noted that the work of all Councils affect, at least to some
extent, people with disabilities. “For example, when we work to
make transportation systems and public accommodations acces-
sible, all people with disabilities benefit, not only those with devel-
opmental disabilities.” He cautioned that people with developmen-
tal disabilities are often the most vulnerable, and that the Devel-
opmental Disabilities Program is the only ﬁrogram to specifically
address the inequities for this population. He supported the pilot
initiatives to assist in our understanding of the implications of ex-
panding the population of focus for this Act.

2 llln his testimony, Mr. Eidelman expressed the views of CCD as
ollows:

The new initiatives which address the relationship of the
developmental disabilities community to the larger disabil-
ities community are a significant and needed addition.
There are 3 million people with developmental disabilities
in the United States. There are 43 million Americans with
disabilities. Many individuals with disabilities are inter-
ested in being included in the DD programs. To begin to
address this matter, the CCD has recommended * * * that
the law look at whether the needs of people with disabil-
ities other than developmental disabilities can be appro-
priately addressed by the DD programs. We believe that
the pilot test approach * * * is prudent, while beginning
to respond to people with disabilities of later onset and of
less severity than those with developmental disabilities.

III. LEGISLATIVE CONSIDERATION AND VOTES IN COMMITTEE

S. 1284 was introduced on July 23, 1993, by Senator Harkin. Co-
sponsors include Senators Durenberger, Kennedy, Jeffords, Metzen-
baum, Simon, Wellstone, and Wofford. At the request of all mem-
bers of the Subcommittee on Disability Policy, the bill was consid-
ered directly by the Committee on Labor and Human Resources.

In an executive session of the Committee on Labor and Human
Resources on Friday, July 30, 1993, the motion to favorably report
the bill as introduced passed unanimously by voice vote of the
Committee.

IV. EXPLANATION OF THE BILL AND COMMITTEE VIEWS

Throughout the bill, there are a number of technical and con-
forming amendments to accomplish the following purposes. First,
the language in the Act is amended so that it is consistent with the
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l age used in other Federal legislation, such as the Americans
Disabilities Act, the Rehabilitation Act of 1973, the Individ-
uals with Disabilities Education Act, and the Technology-Related
Assistance for Individuals with Disabilities Act. The word “individ-
ual” replaces the word “person,” and “people first” language is
used, so that the phrase “individual with a developmental disabil-
ity” replaces the phrase “developmentally disabled individual.” The
Committee believes that consistency in the use of language across
Federal disability legislation is 1mportant as we move toward a co-
ordinated national disability po gn
Second, the majority of tec ical and conformmg amendments in
the bill are intended to make the Act more “user fnend‘liy" by add-
ing headin fs for sections, subsections, paragraphs and subpara-
graphs, by grouping related provisions of the Act together.

TITLE I—PROGRAMS FOR INDIVIDUALS WITH
DEVELOPMENTAL DISABILITIES

PART A—GENERAL PROVISIONS
FINDINGS, PURPOSE, AND POLICY

Section 102 of the bill amends section 101 of the Act to update
Con&:'essmnal findings and purpose and to add a policy statement
for the Act. The statement of findings, purpose and policy is a reaf-
firmation of the precepts of the Americans with Disabilities Act. It
is the Committee’s intent that these principles guide the policies,
practices and procedures developed under all parts of the Act.

Congress finds that—

(1) in 1993 there are more than 3 million individuals with
developmental disabilities in the United States;

(2) disability is a natural part of the human experience and
in no way diminishes the right of individuals with developmen-
tal disabilities to live independently, enjoy self-determination,
make choices, contribute to society, and experience full integra-
tion and inclusion in the economic, political, social, cultural,
and educational mainstream of American Society;

(3) individuals with developmental disabilities continually
encounter various forms of discrimination in such critical areas
as employment, housing, public accommodations, education,
transgortation, communication, recreation, institutionalization,
health services, voting and public services;

(4) there is a lack of public awareness of the capabilities and

etencies of individuals with developmental disabilities;
g)mdlwduals whose disabilities occur during their devel-
imental period frequently have severe disabilities that are
likely to continue indefinitely;

(6) individuals with developmental disabilities and their fam-
ilies often require specialized lifelong assistance, provided in a
coordinated and culturally competent manner by many agen-
cies, professionals, advocates, community representatives, and
others to eliminate barriers and to meet the needs of such indi-
viduals and their families;

(7) a substantial portion of individuals with developmental
disabilities and their families do not have access to appropriate
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supports and services from generic and specialized service sys-
tems and remain unserved or underserved;

(8) family members, friends, and members of the community
can play a central role in enhancing the lives of individuals
with developmental disabilities, especially when the family and
community are provided with the necessary services and sup-
ports; and

(9) the goals of the Nation properly include providing indi-
viduals with developmental disabilities with the opportunities
and support to make informed choices and decisions; live in
homes and communities in which such individuals can exercise
their full rights and responsibilities as citizens; pursue mean-
ingful and productive lives; contribute to their family, commu-
nity, State and Nation; have interdependent friendships and
relationships with others; and achieve full integration and in-
clusion in society.

The purpose of the Act is to assure that individuals with devel-
opmental disabilities and their families have access to culturally
competent services, supports and other assistance and opportuni-
ties which promote independence, productivity, integration and in-
clusion into the community, through support to State developmen-
tal disabilities councils, protection and advocacy systems, univer-
sity affiliated grograms, and projects of national significance.

It is the policy of the United States that all programs, projects
and activities receiving assistance under this Act shall be carried
out in a manner consistent with the principles that—

(1) individuals with developmental disabilities, including
those with the most severe developmental disabilities, are ca-
pable of achieving independence, productivity, and integration
and inclusion into the community, and the provision of serv-
ices, supports and other assistance can improve such individ-
uals’ ability to achieve independence, productivity, and integra-
tion and inclusion;

(2) individuals with developmental disabilities and their fam-
ilies are the primary decisionmakers regarding the services
and supports such individuals and their families receive and
play decisionmaking roles in policies and programs that affect
the lives of such individuals and their families;

(3) individuals with developmental disabilities and their fam-
ilies have competencies, capabilities, and personal goals that
should be recognized, supported and encouraged;

(4) services, supports and other assistance are provided in a
manner that demonstrates respect for individual dignity, per-
sonal preferences, and cultural differences;

(6) communities accept and support individuals with devel-
opmental disabilities and are enriched by the full and active
participation and the contributions by individuals with devel-
opmental disabilities and their families; and

(6) individuals with developmental disabilities have the op-
I)ortunities and necessary support to be included in community
ife, have interdependent relationships, live in homes and com-
munities, and make contributions to their families, community,
State and Nation.
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The phrase “individuals with developmental disabilities and their
families” is included in this section of the bill and in numerous
other places throughout the Act. The Committee recognizes the
critical role played by parents, family members, guardians, advo-
cates, or authorized representatives can play in supporting individ-
uals with developmental disabilities. The Committee notes, how-
ever, that many adults with developmental disabilities can rep-
resent themselves and are competent to decide the level of involve-
ment of family members or advocates which they desire. Parents,
family members, guardians, advocates, or other authorized rep-
resentative should be involved to the extent that such adults re-
quest, desire, or need such support.

DEFINITIONS

Section 103 of the bill amends section 102 of the Act to clarify
and update definitions and to add new definitions and delete defi-
nitions that are obsolete. The definitions are alphabetized.

American Indian Consortium
Section 102 is amended by inserting the following new definition:

The term “American Indian Consortium” means any con-
federation of two or more recognized American Indian
tribes, created through the official action of each partici-
pating tribe, that has a combined total resident population
of 150,000 enrolled tribal members and a contiguous terri-
tory Indian lands in two or more States.

Community living activities

Section 102 amends the definition of “community living activi-
ties” to read:

The term “community living activities” means such pri-
ority area activities as will assist individuals with devel-
opmental disabilities to obtain and receive the supports
needed to live in their family home or a home of their own
with individuals of their choice and to develop supports in
the community.

This revised definition replaces the phrase “suitable residential
arrangements” with the phrase “their family home or a home of
their own with people of their choice,” in order to reflect new devel-
opments in the area of community living. The Committee notes the
successes experienced in many States through the Community Sup-
ported Living Arrangements program under Medicaid in which no
more than three individuals with developmental disabilities may
live together in a home of their choice with individually tailored
supports provided by people of their choice.

Developmental disability

Section 102 is amended by replacing the phrase “care, treatment
and other services” with the phrase “services, supports and other
assistance” in the definition of developmental disability. This
change is made solely to incorporate modern terminology usage.
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This language change is not intended to alter the use of the defini-
tion of developmental disability in any way.

Early intervention services

Sectéon 102 amends the definition of “early intervention services”
to read:

The term “early intervention services” means services
provided to infants, toddlers, young children and their
families to—

(A) enhance the development of infants, toddlers
and young children with disabilities and to minimize
their potential for developmental delay; and

(B) enhance the capacity of families to meet the spe-
gi:él needs of their infants, toddlers and young chil-

n.

The Committee notes that the definition has been amended to re-
flect thX purpose of part H of the Individuals with Disabilities Edu-
cation Act.

Family support services

The bill makes only technical and conforming amendments to the
definition of “family support services.” The Committee recognizes
that family support services is a rapidly evolving program across
the States. The original concept of family support grew out of the
concept of permanency planning to assure that children grew up in
a family home. As States continue to expand their family support
programs, the Committee urges that these programs recognize that
when individuals with developmental disabilities reach the age of
majority, the focus of support should shift to the adult with a de-
;llelopmental disability who may continue to live in the family

ome.

Integration and inclusion

The bill replaces the term “integration” with the phrase “integra-
tion and inclusion,” and provides the following definition:

The term “integration and inclusion”, with respect to in-
dividuals with developmental disabilities, means—

(A) the use by individuals with developmental dis-
abilities of the same community resources that are
used by and available to other citizens;

(B) living in homes close to community resources,
with regular contact with citizens without disabilities
in their communities;

(C) the full and active participation by individuals
with developmental disabilities in the same commu-
nity activities and types of employment as citizens
without disabilities, and utilization of the same com-
munity resources as citizens without disabilities, liv-
ing, learning, working, and enjoying life in regular
contact with citizens without disabilities; and

(D) having friendships and relationships with indi-
viduals and families of their own choosing.
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This amendment exyands the current definition by adding the
phrase “full and active” in clause “C.”

Other organizations
Section 102 is amended by inserting the following new definition:

The term “other organizations” means those organiza-
tions that are not State agencies or nonprofit agencies, ex-
cept that such organizations may be consulting firms, inde-
pendent proprietary businesses and providers, and local
community groups not organizationally incorporated, and
that are interested in supporting individuals with devel-
opmental disabilities.

Personal assistance services
Section 102 is amended by inserting the following new definition:

The term “personal assistance services” means a range
of services, provided by one or more individuals, designed
to assist an individual with a disability to perform daily
living activities on or off a job that such individual would
typically perform if such individual did not have a disabil-
ity. Such services shall be designed to increase such indi-
vidual’s control in life and ability to perform everyday ac-
tivities on or off such job.

The Committee notes that the definition is taken from the Reha-
bilitation Act Amendments of 1992. The need for sufficient, afford-
able personal assistance services (PAS) has emerged as a major
disability issue since the passage of the Americans with Disabilities
Act in 1990. PAS includes such services as essential home services
(e.g., meal preparation), personal assistance (e.g., bathing and
dressin%), communication services, work-related support services
and mobility services. These services are not currently widely avail-
able or affordable to individuals with disabilities. Concern over this
issue by Congress resulted in the inclusion of language in the Om-
nibus Budget Reconciliation Act of 1992 recommending that the
Administration on Developmental Disabilities establish a Federal
interagency work group on PAS. Since its establishment last Sep-
tember, the Work Group has met three times and currently in-
cludes representatives from 20 Federal agencies. As a first step to-
ward achieving the goals of developing alternative funding mecha-
nisms for PAS (across Federal agencies) and exploring possible PAS
demonstrations, the Work Group is compiling a compendium of in-
formation on Federal programs which impact on PAS. Future ac-
tivities of the Work Group are expected to center on facilitating the
transformation of the service delivery system for PAS into one that
is accessible and consumer-oriented.

Rehabilitation technology

The bill substitutes the phrase “rehabilitation technologc{" for the
phrase “assistive technology” and provides the following definition:

The term “rehabilitation technology” means the system-
atic application of technologies, engineering methodologies,
or scientific principles to meet the needs of, and address"



23

the barriers confronted by, individuals with developmental
disabilities in areas that include education, rehabilitation,
employment, transportation, indegendent living, and recre-
ation. Such term includes rehabilitation engineering,
assistive technology devices, and assistive technology serv-
ices.
The Committee notes that the definition was taken from the Re-
habilitation Act Amendments of 1992.

Service coordination activities
The phrase “case management activities” is replaced with the

term “service coordination activities” and the definition is amended
as follows:

The term “service coordination activities” (also referred
to as “case management activities”) means activities that
assist and enable individuals with developmental disabil-
ities and their families to access services, supports and
other assistance, and includes—

(A) the provision of information to individuals with
developmental disabilities and their families about the
availability of services, supports, and other assistance;

(B) assistance in obtaining appropriate services, sup-
ports, and other assistance, which may include facili-
tating and organizing such assistance;

(C) coordination and monitoring of services, sup-

rts, and other assistance provided singly or in com-

ination to individuals with developmental disabilities
and their families to ensure accessibility, continuity,
and accountability of such assistance; an

(D) follow-along services that ensure, through a con-
tinuing relationship, that the changing needs of indi-
viduals with developmental disabilities and their fami-
lies are recognized and appropriately met.

The amended definition is based on “assisting and enabling” indi-
viduals and families to access services, supports and other assist-
ance. The Committee intends to emphasize the fact that individ-
uals and their families are the primary decisionmakers regarding
the services and supports they receive.

State
Section 102 is amended by inserting the following new definition:

The term “State” includes, in addition to each of the sev-
eral States of the United States, the District of Columbia,
the Commonwealth of Puerto Rico, the United States Vir-
gin Islands, Guam, American Samoa, the Commonwealth
of the Northern Mariana Islands, and the Republic of
Palau (until the Compact of Free Association with Palau
takes effect).

The definition has been amended to conform with the definition
of “State” in the Rehabilitation Act of 1973 as amended by the Re-
habilitation Act Amendments of 1992.
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State developmental disabilities council

Section 102 replaces the term “Developmental Disabilities Plan-
ning Council” with the term “State Developmental Disabilities
Council.” The Committee recognizes that planning continues to be
one of the important functions of State Developmental Disabilities
Councils. However, the Council has a broader set of functions de-
scribed in this bill as systemic change, capacity building and advo-
cacy.

Supported employment

The definition of “supported employment” is amended to read as
follows:

The term “supé)orted employment” means competitive
work in integrated work setting for individuals with devel-
opmental disabilities—
(AXi) for whom competitive employment has not tra-
ditionally occurred; or
(ii) for whom competitive employment has been in-
terrupted or intermittent as a result of a severe dis-
ability; and
(B) who, because of the nature and severity of their
disability, need intensive supported employment serv-
iceskor extended services in order to perform such
work.

The Committee notes that definition of “suﬁported employment”
is amended to conform with the definition in the Rehabilitation Act
Amendments of 1992. ;

System coordination and community education activities

The definition of “system coordination and community education”
is amended to read as follows:

The term “system coordination and community edu-
cation activities” means activities that—

(A) eliminate barriers to access and eligibility for
services, supports, and other assistance;

(B) enhance systems design, redesign, and integra-
tion, including the encouragement of the creation of
local service coordination and information and referral
statewide systems;

(C) enhance individual, family and citizen participa-
tion and involvement; and

(D) develop and support coalitions and individuals
through training in self-advocacy, educating policy
makers and citizen leadership skills.

The Amendments add “redesign and integration” to (B), and add
a new (D) to clarify that this term includes self-advocacy and lead-
ership skills.

Systemic advocacy
Section 102 is amended by inserting the following new definition:

The term “systemic advocacy” means activities that iden-
tify, support, and recommend improvements in the plan-
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ning, design, redesign, structure, delivery or funding of ge-
neric or specialized services and supports.

University affiliated program

The definition of “university affiliated program” is amended to
read as follows:

The term “university affiliated program” means univer-
sity affiliated program established under section 152.

The Committee notes that the purpose and scope of a “university
affiliated program” is provided in section 152.

Section 102 is amended by eliminating definitions for the follow-
ing terms:

Construction

A definition for the term “construction” is no longer necessary be-
cause construction costs are not eligible costs under this Act. Cur-
rent law provides the right of recovery, for a period of 20 years, for
facilities for which part B or part D funds were used toward con-
struction costs. It is the Committee’s understanding that all such
facilities have been completed for more than 20 years.

Title
Since construction costs are not eligible costs under this Act, a
definition for the term “title” is not necessary.

Priority area activities

Current law defines “priority area activities” by describing the
types of strategies used by State Developmental Disabilities Coun-
cils to accomplish their purpose. The bill inserts descriptions of

such strategies in section 124, making the definition of this term
unnecessary.

Satellite center

The term satellite center is eliminated in the bill. This concept
was originally introduced in 1975 to extend the expertise of exist-
ing university affiliated programs to States and regions unserved
by a university affiliated program. Satellite centers eventually be-
came independent university affiliated programs. The Committee
notes that significant progress has been made in reaching the goal
of establishing a university affiliated program in every State, mak-
ing new satellite centers unnecessary. The Committee intends that
any existing satellite centers shall be designated as university af-
filiated programs.

FEDERAL SHARE

Section 104 repeals section 103 of the Act. These provisions are
moved to part B and part D.

RECOVERY

Section 106 of the bill repeals section 105 of the Act. The Com-
mittee understands that all facilities for which part B or part D
funds had been used toward construction costs, have been com-



26

pleted for more than 20 years, making section 105 no longer rel-
evant.

STATE CONTROL OF OPERATIONS

Section 107 amends section 106 by striking “facility for persons”
and inserting “programs, services and supports for individuals.”
This lan%:xage conforms to the Rehabilitation Act of 1973, as
amended by the Rehabilitation Act Amendments of 1992.

REPORTS

Section 108 of the bill amends section 107 of the Act by striking
the word “each” each time the word appears in 107(a)(4), by strik-
ing “plan” and inserting “plans” and bi; striking “report” and in-
serting “reports.” Current law requires the Council to describe their
response to significant actions taken by the State with respect to
each annual survey report and each correction and reduction plan,
within the Intermediate Care Facility for the Mentally Retarded
(ICF/MR) program. The Committee heard views that this provision
can require a great deal of staff time to review and analyze these
reports and plans. In addition, a review of each survey retport, and
each correction and reduction plan does not provide information
(without extensive analysis) that is helpful to the Council in their
systemic change, capacity building and advocacy activities. How-
ever, the Committee feels that it is important to maintain the re-
quirement that Councils respond to significant developments in,
and problems with, the ICF/MR program since a large number of
individuals with developmental disabilities, including those with
the most severe disabilities, are served by this program. The
Amendments would allow Councils to selectively review the reports
and plans, and to utilize summary data that may be available
through the Regional Offices of the Department of Health and
Human Services.

Section 107(a)(4) is also amended by striking “1902(a)}31)XC)”
and inserting “1902(aX31XC).” This is simply a more general ref-
erence and does not change the intent of this provision.

Section 107(a)(5) is amended by inserting a provision that Coun-
cils, in their annual report, describe systemic change, capacitf'
building and advocacy activities that affect individuals with disabil-
ities other than developmental disabilities. The Committee under-
stands that many of the efforts of the Council result in benefits for
all individuals with disabilities. For example, Council activities di-
rected at making transportation more accessible for individuals
with developmental disabilities will almost always assist individ-
uals with disabilities other than developmental disabilities. The
Committee feels that requiring Councils to report on such activities
will increase our understanding of the broad impact of the Council.

Two new provisions are added to section 107(a). First, the State
Developmental Disabilities Councils must include in their annual
report to the Secretary, a description of the resources leveraged as
a result of Council activities. Since a major role of Councils is to
be a catalyst for new services and supports, this provision would

rovide a focus for evaluating program effectiveness in this area.
ile it is rarely the case that Councils are solely responsible for
obtaining additional resources and that frequently such leveraging
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can take several years to be realized, it is possible and desirable
for Councils to track the results of their work in systemic change.

Second, the annual report of the Council must include a descrip-
tion of the Council’s dissemination plans for the annual report. The
dissemination efforts must target affected constituencies and the
general public and must be available in accessible formats.

Section 107(b) is amended to require the protection and advocacy
systems to include in their annual report to the Secretary a de-
scription of the system’s priorities for the year, the process used to
obtain public input, the nature of the input, and how it was used.

Section 107(c) is amended by inserting the requirement that the
Secretary must, in the annual report, describe systemic change, ca-
pacity building and advocacy activities that affect individuals with
disabilities other than developmental disabilities.

EMPLOYMENT OF INDIVIDUALS WITH DISABILITIES

Section 110 amends section 109 of the Act by striking “Handi-
capped Individuals” in the section heading and inserting “Individ-
uals with Disabilities,” and by striking “rehabilitation facilities”
and inserting “community rehabilitation programs.”

TITLE II—-FEDERAL ASSISTANCE FOR PRIORITY AREA AC-
XI};\;IL'II‘}P]%ISBSFOR INDIVIDUALS WITH DEVELOPMENTAL DIS-

PART B—FEDERAL ASSISTANCE TO STATE DEVELOPMENTAL
DisABILITIES COUNCILS

PURPOSE

Section 202 of the bill amends section 121 of the Act to read:

The purpose of this part is to provide for allotments to
support State Developmental Disabilities Councils in each
State to promote, through systemic change, capacity build-
ing, and advocacy, the development of a consumer and
family-centered, comprehensive system and a coordinated
array of services, supports and other assistance designed
to achieve independence, productivity, and integration and
inclusion into the community for individuals with devel-
opmental disabilities.

The concepts of systemic change, capacity building, and advocacy
are included in the purpose statement in Section 121 for Devel-
opmental Disabilities Councils to reflect the overall role of the
Council. Also the concept of consumer and family-centered are
added by the bill to reflect the principles that services, supports
and other assistance should be provided in a manner that dem-
onstrates respect for individual dignity, personal preferences, and
cultural differences, and that individuals with developmental dis-
abilities and their families are the primary decisionmakers regard-
ing the services, supports and other assistance they receive.
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STATE PLAN

Section 203 of the bill makes several modifications and additions
to the State plan under section 122 of the Act. This section is sig-
nificantly reorganized to group related provisions together.

Comprehensive review and analysis

The section on review and analysis includes existing provisions
regarding descriptions of services, supports and other assistance
provided under other Federally-assisted State programs; the extent
of interagency initiatives in the State; and the need for the Federal
priority areas and an optional State priority area. Children’s men-
tal health has been added as one of the Federally-assisted State
programs to be reviewed by the Council, as part of the Council’s
planning efforts.

Plan objectives

All of the requirements regarding the selection of priority areas,
description of 1-year and 3-year objectives, and the evaluation of
the plan’s effectiveness in meeting the objectives are included in
this section.

Assurances

The State plan assurances are grouped together and new assur-
ances are added to: require that service demonstration projects
funded by the Council through the designated State agency have
been authorized by the Council; specify the activities that may be
funded by part B from funds other than those required to be spent
on priority area activities by adding “other activities relating to
systemic change, capacity building and advocacy to implement the
responsibilities of tge State Developmental Disabilities Council”;
require the Council to adopt a conflict of interest policy to ensure
that an individual Council member will not vote on matters that
would provide financial benefit to that member or give the appear-
ance of a conflict of interest; assure that Council staff, who are
funded by Council funds, are responsible solely for assisting the
Council in carrying out its responsibilities and are not assigned
other duties by the designated State agency; and assure that the
designated State agency does not interfere with the activities and
responsibilities of the Council. In addition, the assurance in current
law requiring that individuals receiving services funded under this
part have a habilitation plan is amended to require that such serv-
ices are provided in an individualized manner, consistent with
unique strengths, resources, priorities, concerns, abilities, and ca-
pabilities of an individual.

Public review, submission and approval

The bill includes new provisions regarding the public review,
submission and approval of the State plan. These provisions in-
clude in statute what is currently in regulation and clarify that the
Council consults with the designated State agency on the State
plan only to obtain assurances and to ensure that the plan is con-
sistent with State law.
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HABILITATION PLANS

Section 204 of the bill repeals section 123. The bill eliminates
this section because it is not relevant for a program that does not
provide direct treatment or habilitation services to individuals. In-
stead, a provision is included in the assurances that grantees that
provide any direct services funded under part B will be provided
in an individualized manner, consistent with unique strengths, re-
soatllrces, priorities, concerns, abilities, and capabilities of an individ-
ual.

STATE DEVELOPMENTAL DISABILITIES COUNCILS AND DESIGNATED
STATE AGENCIES

Section 205 of the bill makes several modifications and additions
to section 124 of the Act.

Council membership

The Committee is concerned that some Councils are experiencing
difficulties in fulfilling their responsibilities due to problems with
Council membership, rotation, vacancies and appointments. The
bill includes several amendments to address this concern.

Council appointments

The bill requires that the Governor shall solicit recommendations
for Council membership from the non-State agency members of the
Council and from organizations representing individuals with de-
velopmental disabilities and that the Council membership must be
geographically representative of the State and must reflect the ra-
cial and ethnic diversity of the State. It is the Committee’s intent
that Councils would solicit, on behalf of the Governor, the names
and resumes of interested individuals with respect to the categories
of membership that are vacant. Appointments would remain solely
at the discretion of the Governor.

Membership rotation

Because there are frequently delays in Council appointments, the
bill specifies that Council members shall serve until their replace-
ments are appointed and that Councils notify the Secretary of sig-
nificant delays in appointments. This provision is intended to as-
sure that Councils are not prevented from conducting business due
to delays in member appointments.

Represeniation of agencies and organizations

The bill requires that the individuals representing the agencies
and organizations on the Council must have the authority to en-
gage in policy, planning and implementation on behalf of the agen-
cy they represent. In many cases, the State agency representatives
who serve on the Council are not in policy positions. This hinders
the ability of the Council to carry out its responsibilities. The bill
also requires that these representatives recuse themselves from
any discussion of grants or contracts for which their agencies are
grantees or applicants.
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Representation of individuals with developmental disabilities

The bill specifies that the Council members representing individ-
uals with developmental disabilities may include parents or guard-
ians of children with developmental disabilities, or immediate rel-
atives or guardians of adults with mentally impairing developmen-
tal disabilities who can not advocate for themselves. This amend-
ment recognizes the fact that many adults with developmental dis-
abilities can advocate for themselves and therefore should rep-
resent themselves on the Council.

The bill also allows individuals with developmental disabilities or
Egrents of individuals with developmental disabilities who are

ard members of non-profit grantee or potential grantee organiza-
tions to serve on the Council. Current law excludes from Council
membership individuals who are Board members of non-profit
grantee or potential grantee organizations. This has tended to ex-
clude many qualified individuals from serving on the Council. The
Committee’s intent is that these individuals be eligible for Council
glembglrship and adhere to the conflict of interest policies of the

ouncil.

Institutionalized individuals

The bill specifies that the representative of institutionalized indi-
viduals on the Council may be an individual with a developmental
disability who resides or ﬁreviously resided in an institution. It also
waives the requirement that a representative of such individuals be
a member of the Council, if such individuals do not reside in a
State. This provision recognizes that States are beginning to phase
out their institutions and that several States do not now have large
institutions.

Council responsibilities
Section 205 of the bill amends section 124 of the Act by incor-

porating the provisions describing the Council’s responsibilities into
one section, and adding or modifying the following provision:

Systemic change, capacity building and advocacy

The bill specifies that the Council shall serve as an advocate for
individuals with developmental disabilities and conduct programs,
projects and activities that carry out the purpose of the Council.

State plan development

The bill specifies that the purpose of the consultation with the
designated State agency is solely to obtain State assurances and to
ensure consistency of the plan with State law. The Committee
notes that the designated State agency does not have oversight of
programmatic priorities included in the State plan.

State plan implementation

The types of strategies that Councils may use to implement the
State pme are described. The bill states that Councils may assist
grantees who are conducting successful demonstration activities to

evelop strategies for securing funding from other sources. Also, to
the extent that Councils conduct training activities, such activities
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must be designed to promote the emfpowerment of individuals with
developmental disabilities and their families.

The bill specifies several other implementation strategies that
Councils may use to implement the State plan. A provision is
added to address the need to support local networks to provide in-
formal and formal supports and enablinﬁ communities to offer ac-
cess, resources and opportunities. The bill specifies interagency col-
lalboration and coordination as strategies to implement the State
plan.

A new provision is added that describes, as an implementation
strategy, coordination with related councils, committees and pro-
grams concerned with individuals with disabilities. The Committee
notes that State Developmental Disabilities Councils have signifi-
cant experience with systemic change, capacity building and advo-
cacy and that these Councils can serve as an excellent resource to
other State Councils. In addition, coordination of efforts among the
various disability-related councils can help shape a more unified
State disability policy.

Another implementation strategy specified in the bill is the elimi-
nation of barriers, the design and redesign of systems, and increas-
ing citizen participation. These strategies are included in the defi-
nition of the priority area of “systems coordination and community
education.”

Public education and coalition development are specified in the
bill as plan implementation strategies. The Committee notes the
importance of this strategy, and particularly public education, in
light of the finding that there is a lack of public awareness of the
capabilities and competencies of individuals with developmental
disabilities.

Another implementation strategy is that of informing policy mak-
ers. The bill incorporates language from the current law and adds
clarif&ng language that specifies the types of policymakers that
may be provided with information by the Council. A

The bill includes prevention activities as defined in section 102
of the Act as a strategy to implement the State plan.

Finally, the bill states that the Council may conduct other sys-
temic change, capacity building and advocacy activities to expand
and enhance the independence, Froductivity, and integration and
inclusion into the community of individuals with developmental
disabilities throughout the State on a comprehensive basis.

Review of Designated State Agency

The bill re?uires that the Council periodically review the appro-
priateness of the designated State agency and make any rec-
ommendations for change to the Governor. The Committee notes
that by requiring a periodic review of this issue, it may be possible
to avoid reviews resulting from crisis or major controversy.

Budget

The bill specifies the responsibilities of the Council with regard
to preparing, approving and implementing a budget. A descriiption
of the types of nditures that can be paid for by part B funds
is provided, including conducting such hearings and forums as the
Council may determine to be necessary to carry out the duties of
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the Council, reimbursing Council members for neoessa? expenses
for attending Council meetings and performing Council duties, pay-
ing compensation to a Council member if such member is not em-
ployed or must forfeit wages from other employment, and support-
ing member and staff travel to authorized training and technical
assistance activities. The language for this provision is based on
lan’l%ua%e from the Rehabilitation Act Amendments of 1992,

e bill also specifies that Federal funds may be used to hire
ualified staff to carry out the functions of the Council, and the
tate shall not apply hiring freezes, reductions in force, prohibi-

tions on staff travel, or other policies which negatively affect the
g:ovision of staff support to the Council. Most Council staff mem-

rs are State public employees, but personnel costs and travel ex-
penses are covered by Federal funds. State ;lwolicies have sometimes
prevented Councils from utilizing funds allotted under this Act.
Currently, some Councils are prevented from: hiring new Council
staff and filling vacancies if State Governments have placed a
freeze on hiring; maintaining qualified staff with extensive experi-
ence in developmental disabilities when reduction in force policies
are applied; and traveling when travel restrictions are applied. If
adequate staff are not available to Councils, and if travel is not al-
lowed, Councils are prohibited from carrying out their responsibil-
ities in a timely and effective manner. It is the Committee’s intent
that Councils maintain the authority to hire and maintain staff
when such staff are paid from funds allotted under this Act, even
when the State has invoked a freeze on State hiring or a reduction
in force. In addition, the Committee intends that Councils maintain
the authority to conduct related travel, when the expenses of the
travel are paid from funds under this Act, even when the State has
invoked a freeze on travel.

The bill clarifies that the Council has the authority to direct the
expenditure of funds through grants, contracts, as well as inter-
agency agreements, to the extent that such agreements are consid-
ered binding contracts under State law.

The responsibilities of the Council in terms of staff hiring and su-
pervision are further specified. The Council is responsible for hiring
the director of the Council should the position become vacant. The
Council shall also supervise and evaluate the Director. The Direc-
tor is responsible for hiring and supervising the Council staff. Dis-
missal for any personnel may be only for cause and must be ade-
quately documented.

The bill includes a provision that nothing in this part precludes
Councils from enga%ing in systemic change, capacity building and
advocacy activities for individuals with disabilities other than de-
velopmental disabilities. The Committee is aware of the fact that
Councils frequently conduct systemic change, capacity building and
advocacy activities regarding public policy issues which transcend
the population of individuals with developmental disabilities. Sev-
eral examples include activity surrounding the implementation of
the Americans with Disabilities Act, health care reform initiatives,
and transportation issues, all of which affect individuals with dis-
abilities other than developmental disabilities. The Committee
would like to make clear that Councils are authorized to conduct
such generic activities that may benefit all individuals with disabil-
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ities. However, it is not the Committee’s intent to require Councils
to perform systemic change, capacity building, and advocacy initia-
til\)rleils aimed solely at disabilities which are not developmental dis-
abilities.

Designated State agency

Section 205 of the bill amends section 124 of the Act by incor-
porating all of the provisions regarding the designated State agen-
cy in one subsection.

Redesignation

The bill adds a reference to the role of the State legislature in
the redesignation process, because in some States the legislature,
not the Governor, has responsibility for designation.

The bill replaces the phrase “administrative support services”
with the phrase “support services” to describe the type of services
that are provided to the Council by the designated State agency.
The Committee intends to emphasize the independence of the
Council in fulfilling its responsibilities.

If the Council requests a review by the Governor of the des-
ignated State agency, the bill requires that the Council provide doc-
umentation of the reason for change and recommend a preferred
designated State agency.

The bill provides that a majority of the non-State agency mem-
bers of the Council may appeal to the Secretary for a review if the
Council’s independence as an advocate is not assured.
Responsibilities

The responsibilities of the designated State agency are consoli-
dated in one section. The bill requires the designated State agency
to J)rovide timely financial reports at the request of the Council
and, upon the request of the Council, to enter into a memorandum
of understanding specifying its roles and responsibilities to the
Council program.

The bill includes a provision that allows Councils (with the
agreement of the designated State agency) to use and/or contract
with agencies other than the designated State agency for needed
support services.

1990 REPORT

Section 124 is amended to move all provisions related to the re-
port required on January 1, 1990 to one section. The reviews, anal-
yses and final reports continue to be used as an important source
of information for Council planning efforts.

STATE ALLOTMENTS

Section 206 of the bill amends section 125 of the Act by holding
each State harmless at the higher of the fiscal year 1992 or fiscal
year 1993 levels, with a ratable reduction if funds are not ade-
quate. The bill sets minimum funding levels of $210,000 for Amer-
ican Samoa, Guam, the Virgin Islands, Northern Mariana Islands
and Palau, and $400,000 for other States if the appropriation is
less than $75,000,000. For appropriations greater than
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75,000,000, the minimum funding levels are set at $220,000 and

50,000, respectively.

The Committee’s intent is to t:grot:ect Councils from significant re-
ductions in allotments, unless the total appropriation is reduced. In
the past few years, Councils have :‘ﬁ)erien fluctuations in allot-
ments that.do not seem to be related to the total appropriation, or
to changes in formula factors. These unanticipated fluctuations
make it difﬁc!{lt for Councils to plan and to implement their re-
sponsibilities. "

The Committee intends that the State allocations will be cal-
culated as follows. First, the formula will be applied to all States.
Second, individual State allotments will be increased, if necessary,
to reach either (a) the hold harmless level (the higher of fiscal year
1992 or 1993 allotments), or (b) the minimum allotments specified
in the bill (whichever is higher). Third, if after completing the sec-
ond step the total of the individual allotments exceeds the appro-

riation, the allotments will be ratably reduced, except that no

tates shall receive less than the hold harmless level (the higher
of fiscal year 1992 or 1993 allotments), or the minimum allotments
specified in the bill (whichever is higher).

Section 125 is amended by adding a requirement that the Sec-
retary include the percentage of the total appropriation for each
State in the required notification of adjustments 6 months prior to
the beginning of the fiscal year.

FEDERAL AND NON-FEDERAL SHARE

Section 207 of the bill adds a new section 125A on Federal and
non-Federal share. This section groups together related provisions
from current law, including the provision on non-duplication. The
bill adds two new provisions—a waiver of the non-Federal share re-
quirement when Council members and staff are the implementing
(a:gents of State plan priorilt;;y activities and a clarification that

ouncils may vary the non-Federal share required on a tira.ni:—by—
grant basis, as long as the total non-Federal share meets the statu-
tory requirements.

REVIEW, ANALYSIS AND REPORT

Section 213 of the bill directs the Secretary to (1) review and
analyze the current allotment formula under parts B and C, includ-
ing the factors, data elements and measures, to determine whether
the formula used is consistent with the purpose of the Act, (2) iden-
tify alternative funding formulas, consistent with the purpose of
the Act, and (3) report back to the relevant Committees in the Sen-
ate and the House no later than October 1, 1995.

The Committee has a number of concerns regarding the current
allotment formula and its application. The Committee has reviewed
information that shows fluctuations in allotments to individual
States that do not seem to be related to changes in appropriations
or changes in population. In addition, the Committee notes great
variation in funding levels for States with similar numbers of indi-
viduals with disabilities. Some States receive up to five times of the
amount of funding as other States, even when the populations of
individuals with disabilities in each State (based on a proxy of the
number of students with disabilities enrolled under part B) are
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similar. Despite the Committee’s best efforts, it is not clear wheth-

er these fluctuations and variations are due to the way in which

the formula is calculated, or actual variations in the data elements

and measures used. In addition, the Committee has determined

that a comprehensive review of the current formula, the factors,

g:lta elements, and measures is necessary for reasons described
ow.

Current law does not specify the formula in statute, but rather
describes the factors (population, need for services and financial
need) to be taken into consideration in calculating allotments for
States. These factors were identified at a time when it was in-
tended that part B of the Act would eventually authorize the provi-
sion of direct services. Over the past twenty years, the purpose of
part B has shifted to focus on systemic change, capacity building
and advocacy, as opposed to the provision of services directly. The
Committee intends that the formula be reviewed to determine if
the factors currently specified in the Act, and the data elements
and measures used, reflect the current purposes of part B.

Furthermore, part C (Protection and Advocacy of Individual
Rights) serves a very different purpose in that programs authorized
under part C do provide direct protection and advocacy services to
individuals with gevelopmental disabilities. The Committee intends
that Secretary conduct a separate review of the formula, factors,
data elements and measures for part C.

The Committee encourages the Secretary to complete the review,
analysis and report internally.

AUTHORIZATION OF APPROPRIATIONS

The bill authorizes to be appropriated $77,400,000 for fiscal year
1994, and such sums for fiscal year 1995 and 1996.

TITLE III—PROTECTION AND ADVOCACY OF INDIVIDUAL
RIGHTS

PART C—PROTECTION AND ADVOCACY OF INDIVIDUAL RIGHTS
SYSTEM REQUIREMENTS

Section 303 of the bill amends section 142 of the Act by adding
or modifying several requirements for Protection and Advocacy
(P&A) systems.

Opportunity to comment on the protection and advocacy system

Section 142(a) is amended to further specify the categories of in-
dividuals and groups that shall have an opportunity to comment on
the objectives, priorities and activities of the P&A system by re-
placing the phrase “the developmental disabilities council” with the
phrase “non-State agency representatives of the State Developmen-
tal Disabilities Council.” The Committee intends to eliminate any
potential conflict of interest that may be created by requiring rep-
resentatives of State agencies to comment on the priorities, objec-
tives and activities of the P&A system.

The bill also replaces the phrase “individuals with developmental
disabilities” with the phrase “individuals with developmental dis-
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abilities attributable to either physical impairment, mental impair-
ment, or a combination of physical and mental impairments.”

The Committee wishes to clarify that all individuals who meet
the definition of developmental disability are eligible for the serv-
ices of the P&A system. The Committee has heard concerns that
some children with serious emotional disturbance have been denied
access to P&A system services on the basis that the P&A systems
authorized under this Act do not cover this disability. The Commit-
tee wishes to clarify that even though some children with serious
emotional disturbance may qualify for P&A system services
through the PAIMI (Protection and Advocacy for Individuals with
Mental Illness) program, other children not covered by PAIMI are
eligible for services under the Developmental Disabilities Assist-
ance and Bill of R.Eht Act, provided they meet the definition of de-
velopmental disability. The existence of PAIMI does not remove the
obligation of the P&A systems to determine whether children with
serious emotional distuxiance are eligible under this Act.

Coordination with other advocacy programs

Current law requires that the P&A system provide an oppor-
tunity for public comment on the P&A system’s coordination with
:ﬁciﬁc advocacy programs. Section 142(a) is amended by adding

ee additional related advocacy programs, including Parent
Training and Information Centers, education ombudsman pro-
grams, and assistive technology projects.

Access to residents of a facility

The bill adds a new provision to section 142(a) of the Act to pro-
vide for the P&A system to have access at reasonable times and lo-
cations to individuals with developmental disabilities who reside in
a facility that provides services, supports and other assistance.
This requirement is similar to the authority provided in the Social
Security Act under the Omnibus Reconciliation Act of 1987 which
Brovides access for P&A systems to individuals residing in nursing

omes. The Committee intends to clarify that the P&A system has
access to individuals with developmental disabilities who reside in
residential Erograms. This will assure that the most vulnerable in-
dividuals who may not be able to contact the P&A system will have
access to protection and advocacy services. Of course, individuals
with developmental disabilities will have the right to not take ad-
vantage of the services of the protection and advocacy services.
This is consistent with the policy included in PAIMI.

State budgetary restrictions

The bill adds a new requirement to section 142(a) of the Act to
assure that P&A systems have the flexibility to hire and maintain
sufficient numbers and t:'ges of qualified staff to carry out their
function and that States shall not apply restrictions regarding hir-
ing freezes, reductions in force, or other policies which negatively

ect the provision of staff support to the P&A system. Addition-
ally the State shall not apply restrictions to travel to training and
technical assistance activities funded under this Act.

The Committee is aware of experiences of certain P&A systems
that are administered by State agencies that have had difficulty in
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spending their Federal funds to carry out the requirements of the
P&A system due to State budget policies which restrict the use of
funds. The Committee intends that the Federal funds authorized
under this Act be available to hire qualified staff, fill vacancies as
they occur, and supgort travel to training and technical assistance

activities funded under this Act.
Education of policymakers

The bill clarifies section 142(a) of the Act by specifying that P&A
systems have the authority to educate poli ers. The Commit-

tee intends to provide to the P&A system the same authority cur-
rently in part B and part E of the Act and encourage the P&A sys-
tem to assure that policymakers on the local, State, and Federal
levels are aware of the activities of the P&A system and the needs
of individuals with developmental disabilities.

Assurances

Current law requires that the State provide assurances that the
Federal funds provided to operate the P&A system will supplement
and not supplant non-Federal funds. The bill amends this require-
ment by specifying that the P&A system, not the State, will pro-
vide such assurances.

Redesignation procedures

The bill amends section 142(a) of the Act to clarify the process
by which the Governor may redesignate the agency implementing
the P&A system. The amendment requires that “(A) notice has
been given of the intention to make such redesignation to the agen-
cy that is serving as the system including the good cause for such
redesignation and the s;ﬁency has been given an ogportunity to re-
spond to the assertion that good cause has been shown, (B) timely
notice and opportunity for public comment in an accessible format
has been given to individuals with developmental disabilities or
their representatives, and (C) the system has the opportunity to
appeal to the Secretary that the redesignation was not for good
cause.”

This provision was included in the 1990 Amendments to this Act,
but could not be executed for technical reasons.

ALLOTMENTS

Section 302 of the bill amends section 142(b) of the Act with re-
spect to allotments. The bill provides that allotments to P&A sys-
tems will be held harmless at the higher of 1992 or 1993 levels,
whichever is higher, with a ratable reduction if funds are not ade-
quate. As in part B, there is some concern that certain P&A sys-
tems have experienced decreases in their allotments, even when
the overall appropriation increased. This hold harmless provision is
intended to protect P&A systems from significant reductions in al-
lotments. In addition, the review of the allotment formula required
under section 213 of this bill applies to P&A systems as well as
State Developmental Disabilities (gouncils.

The bill specifies that, in any year that the allotment exceeds
$24,500,000, up to 2 percent of the allotment under this part shall
be used for technical assistance to eligible P&A systems. In such
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case, the technical assistance to P&A systems authorized under
part E will not bt:cgilovided. The Committee recognizes the value
of training and ical assistance which has been provided to
P&A systems through Projects of National Significance. However,
the Committee believes that the increased demands on P&A sys-
tems require additional training and technical assistance funds
similar to the PAIMI (Protection and Advocacy for Individuals with
Mental Illness) and PAIR (Protection and Advocacy of Individual
Rights) programs. Therefore, the Act provides for up to 2 percent
of the appropriations to be used for training and technical assist-
ance. The Committee intends that these funds should be used to
rovide skill building and sound management training as identified
y the P&A systems and that the training and technical assistance
be provided through an entity which has demonstrated experience
in providing such services.
he bill also provides that when the allotment exceeds
$24,500,000, the Secretary shall provide funding to American In-
dian Consortiums to provide protection and advocacy services. The
Committee recognizes the dl.ﬁg culties that have prohibited the P&A
systems to adequately serve large populations of American Indians
who reside in isolated, expansive reservations. Despite their efforts,
P&A systems in those States have not been able to overcome lin-
guistic, geographic and cultural barriers in order to provide ade-
xl;:te protection and advocacy services to those populations. The
erican Indian Consortium will help alleviate this problem by al-
lowing certain tribes to join together and apply to the Secretary for
a Consortium allotment similar to the territories when the appro-
priation reaches $24,500,000. It is the Committee’s intent that the
Consortium, when established, will work cooperatively with the ex-
isting P&A systems in the States where the Consortium exists and
develop cooperative agreements on how to best serve this popu-
lation. The Secretary should reserve that portion of the allotment
as is specified for such application. If no such application is re-
ceived In a given fiscal year, the allotment would be reallotted to
the existing P&A systems as provided in statute.

GOVERNING BOARD

Section 303 of the bill amends section 142(d) of the Act to require
that P&A systems that are private non-profit entities with
multimember governing boards, or public P&As with multimember
governing boards include on their boards “individuals with devel-
opmental disabilities who are eligible for services, or have received
or are receiving services, or parents, family members, guardians,
advocates, or authorized representatives of such individuals.” The
bill also requires that P&A systems that are public systems and do
not have a multimember governing board or advisory board to es-
tablish an advisory committee to advise the P&A system “on poli-
cies or priorities to be carried out in protecting and advocating the
rights of individuals with developmental disabilities.” Furthermore,
the bill specifies that such advisory committees shall “consist of a
ma{ority of individuals with developmental disabilities who are eli-
gible for services, or have received or are receiving services, or par-
ents, family members, guardians, advocates, or authorized rep-
resentatives of such individuals.”
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The Committee is aware that few P&A systems in public systems
have multimember governing boards or advisory boards. As a re-
sult, there is a limited role for individuals with developmental dis-
abilities and their representatives and others who have knowledge
and experience related to the activities of the P&A system to pro-
vide input into the implementation of the P&A system. The Com-
mittee intends that P&A systems that are public systems establish
an advisory council which is parallel to the Advisory Council re-
quired in the Protection and Advocacy for Individuals with Mental
Illness Act in order to provide a voice for those individuals. The
Committee intends for the Administration on Developmental Dis-
abilities to develop guidelines for the operation of advisory councils
including provisions which will adequately address any potential
conflict of interest which may arise from current users of the P&A
system services who may be members of the advisory council.

DISCLOSURE OF INFORMATION

Section 303 of the bill adds a new requirement to section 142
(142(§)) of the Act to protect the confidentiality of client records.
The bill provides that for any audit, report or evaluation required
under this Act, the Secretary shall not require the P&A system to
“disclose the identity of, or any personally identifiable information
related to, any individual requesting assistance under such pro-
gram.” This requirement is consistent with the Rehabilitation Act
Amendments of 1992 which contains similar language pertaining to
the confidentiality of client records during Federal reviews of P&A
systems. The Committee does not intend to limit the monitoring re-
sponsibilities of the Administration on Developmental Disabilities
to assure that P&A systems are in compliance with the Act.

PUBLIC NOTICE OF FEDERAL ON-SITE REVIEW

Section 303 of the bill adds a new provision to section 142
(142(k)) of the Act requiring the Secretary to provide advance pub-
lic notice of Federal reviews and to solicit public comment on the
P&A system and to include the findings of the public comment so-
licitation in the report of the review. The Committee intends to
provide opportunities for individuals and groups within the State,
particularly individuals with developmental disabilities and their
representatives, and advocacy organizations to comment on the ef-
f(lelctiveness of the P&A system in carrying out the requirements of
this part.

OTHER COMMITTEE VIEWS ON SYSTEM REQUIREMENTS

The Committee heard testimony about the waste of scarce re-
sources that are expended on litigating the issue of whether P&A
systems have standing to bring suit. The Committee wishes to
make it clear that we have reviewed this issue and have decided
that no statutory fix is necessary because the current statute is
clear that P&A systems have standing to pursue legal remedies to
ensure the protection of and advocacy for the rights of individuals
with developmental disabilities within the State. The Committee
has reviewed and concurs with the holdings and rationale in Gold-



40

stein v. Coughlin, 83 F.R.D. 613 (1979) and Rubenstein v. Bene-
dictine Hospital, 790 F. Supp. 396 (N.D. N.Y. 1992)

AUTHORIZATION OF APPROPRIATIONS

Section 304 of the bill amends section 143 of the Act by authoriz-
ing to be appropriated $29,000,000 for fiscal year 1994 and such
sums for fiscal years 1995 and 1996.

TITLE IV—UNIVERSITY AFFILIATED PROGRAMS

PART D—UNIVERSITY AFFILIATED PROGRAMS
PURPOSE AND SCOPE

Section 402 of the bill amends section 151 of the Act to read:

The purpose of this part is to provide for grants to uni-
versity affiliated programs that are interdisciplinary pro-
grams operated by universities or by public or non-profit
entities associated with a college or university, to provide
a leadership role in the promotion of independence, pro-
ductivity, and integration and inclusion into the commu-
nity of individuals with developmental disabilities through
the provision of the following activities:

(1) Interdisciplinary preservice preparation of stu-
dents and fellows, including the preparation of leader-
ship personnel.

(2) Community service activities that shall include
community training and technical assistance for or
with individuals with developmental disabilities, fam-
ily members of individuals with developmental disabil-
ities, professionals, paraprofessionals, students, and
volunteers. Such activities may include state-of-the-art -
direct services including family support, individual
support, personal assistance services, educational, vo-
cational, clinical, health, prevention, or other direct
services.

(3) Dissemination of information and research find-
ings, which may include the empirical validation of ac-
tivities relevant to the purposes described in para-
graphs (1) and (2) and contributions to the develop-
ment of new knowledge in the field of developmental
disabilities.

The Committee notes that this revised description of the purpose
and scope of university affiliated programs (UAPs) inco;porates up-
dated concepts about these university-based programs. The descrip-
tion of UAPs recognizes the fact that UAPs are located in, or affili-
ated with universities and, as such, provide an important founda-
tion for higher education’s response to the needs of individuals with
developmental disabilities and their families. UAPs contribute to
and reflect the overall mission of their host universities, and seek
to ensure that the activities, resources, and expertise of the univer-
sity are responsive to individuals with developmental disabilities
and !;(lixeir families, advocacy organizations, and service systems and
providers.
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The revised description of UAPs reaffirms the interdisciplinary
nature of these programs and their unique role within universities.
UAPs do not duplicate the role of individual academic departments
within a university, but rather provide a structure for faculty and
students from various disciplines and perspectives to collaborate on
program activities related to developmental disabilities.

is interdisciplinary perspective is especially critical in the
preparation of personnel to provide services, supports and other as-
sistance to individuals with developmental disabilities. UAPs pro-
vide academic training to students and fellows from various dis-
ciplines who, in many cases, have already acquired knowledge and
competence in their own discipline. The UAP curriculum focuses on
cross-disciplinary issues and current concepts within the field of de-
velopmental disabilities, such as dpartnerships with individuals
with developmental disabilities and families, transition issues at
all stages of life, interdisciplinary and interagency collaboration,
service coordination, and disability policy issues.

In addition to the provision of interdisciplinary training, UAPs
collaborate with academic departments to ensure that depart-
mental curricula address issues related to developmental disabil-
ities. The Committee notes that as the Americans with Disabilities
Act is fully implemented and more individuals with developmental
and other disabilities are full included in society, it is important
that students from most (if not all) disciplines understand disabil-
ity issues. UAPs are uniquely positioned within universities to help
educate future %eneric service providers and others such as archi-
tects, business leaders, and lawyers to ensure that they promote
the independence, productivity, and integration and inclusion of in-
dividuals with disabilities and families.

The Committee recognizes that the community training and tech-
nical assistance activities of UAPs have had a great impact on the
capacity of State and local services delivery systems and commu-
nities to provide services, supports and other assistance to individ-
uals with developmental disabilities and their families. For many
UAPs, it is these activities that most directly contribute to chang-
ing systems. The Committee notes that the term “community train-
ing” includes outreach training and inservice training activities.

The bill reflects a major shift and update in the description of
UAPs by making the provision of direct services optional. The Com-
mittee recognizes that many UAPs, particularly those located in
medical schools, provide state-of-the-art direct services as an inte-
gral part of their program and as a basis for training, and that the
community depends on these services. However, many UAPs do not
provide direct services themselves but may collaborate with other
university or community service programs for purposes of person-
nel preparation, community training, technical assistance, service
demonstration, and/or dissemination and research. The Committee
feels that UAPs should have flexibility on this issue, since both
types of UAPs (those that provide direct services and those that do
not) have demonstrated leadership in promoting the independence,
productivity, and integration and inclusion of individuals with de-
velopmental disabilities and their families. The provision of direct
services i8 not necessarily a critical component of every UAP.



42

The bill clarifies the scope of dissemination activities of UAPs.
The Committee understands that UAPs disseminate a wide variety
of products and information to many audiences. The bill specifies
that dissemination may include the empirical validation of training
and community service activities and contributions to the develop-
ment of new knowledge in the field of developmental disabilities.
The Committee notes that UAPs are in a unique position to docu-
ment the effectiveness of new approaches to providing services,
supports and other assistance to individuals with developmental
disabilities and their families.

The Committee recognizes that UAPs are multi-faceted programs
and that they receive training, research, and service demonstration
support from various Federal and State agencies. Funding under
this part is intended to provide administrative and operational sup-
port for UAPs and assist in leveraging resources from other sources
to conduct personnel preparation, community training and tech-
nical assistance, direct services, and dissemination/research activi-
ties related to the purpose of UAPs.

GRANT AUTHORITY

Administration and operation

Section 403 of the bill amends section 152 of the Act by providing
for grant periods of up to 5 years for the administration and oper-
ation of UAPs.

Training projects

Section 402 of the bill amends section 152 of the Act by providing
for grant periods of up to 5 years for training projects. The bill up-
dates the descriptions of the training project areas, and adds a new
training project area—training in the Americans with Disabilities
Act (ADA). ADA training includes training to personnel who pro-
vide or will provide services to individuals with developmental dis-
abilities and others. It is the intent of the Committee that training
projects in this area not be limited to personnel who traditionally
provide direct services to individuals with developmental disabil-
ities.
Criteria for training projects

Section 402 of the bill amends section 152 of the Act by adding
to the criteria for training projects the requirement that these
projects, to the extent possible, address the unique needs of individ-
uals with developmental disabilities from ethnic, cultural, and lin-
guistic minority backgrounds.

Supplemental awards

Section 402 of the bill amends section 152 of the Act by expand-
ing the authority for supplemental awards to include interdiscipli-
nary training, community training, technical assistance, commu-
nity services, and/or dissemination of information. The Committee
notes that supplemental awards may be used to support UAPs to
extend their activities to unserved